Figure 1. Components of the Episodic Disability Framework
Components include dimensions of disability, contextual factors that may exacerbate or alleviate disability, and triggers that may spark a major or momentous episode. Community Engagement in Health Status Instrument Development difficulties with daily activities, challenges to social inclusion, and uncertainty about the future), contextual factors that may exacerbate or alleviate disability, and triggers that indicate momentous or major episodes of disability ( Figure 1) . 10 This framework offers a new way to conceptualize disability, specifically derived from the perspective of adults living with HIV.
Measuring disability in the context of HIV is important for determining the impact of the disease and for evaluating the effectiveness of interventions that might reduce disability.
Although a multitude of health status instruments exist, none capture the breadth and depth of disability experienced by adults living with HIV. Many existing health instruments were developed before the advent of combination antiretroviral therapy and specifically lacked items related to social inclusion and uncertainty, which we found to be very important from the perspective of people living with HIV. 11 Thus, there was a need for a new instrument that specifically incorporated the experiences of people living with HIV.
Patients and clinicians are often consulted as research participants through qualitative focus groups or interviews during the initial phases of an instrument's development, focusing on item generation and reduction. 12 However, little has been published that describes the role of community members in other aspects of health measurement research, such as item phrasing, developing response options, or questionnaire instructions. Furthermore, community input can enhance the contextual relevance, comprehensiveness, and understandability of an instrument. Our aim was to describe our community-academic partnership in the development of a new self-administered instrument, the HDQ, using a community-engaged approach.
Methods

Generating Items
To generate items for the HDQ, we used detailed categories from the four disability dimensions in the Framework:
1) Symptoms and impairments, 2) uncertainty, 3) difficulties with day-to-day activities, and 4) challenges to social inclusion in addition to our content analysis of existing HIV-specific health status instruments 11 ( 
Community Partnership
The development of the HDQ was a community-academic partnership. All aspects of this project were conducted in collaboration with a community advisory committee. The role of the community advisory committee was to provide advice and guidance throughout all phases of this research to ensure successful implementation, interpretation, and dissemination of the HDQ to relevant stakeholders in the HIV community.
We defined community as "a group of people with diverse characteristics who are linked by social ties, share common perspectives, and engage in joint action in geographical locations or settings." 13 All members of the community advisory committee reviewed and agreed on terms of reference that outlined the research goals and objectives, guiding principles, membership of the committee, roles and responsibilities, and access to data. 
Results
Item Generation
The community advisory committee in collaboration with the lead investigator determined that categories of symptoms and impairments (n = 44) and difficulties with day-to-day activities (n = 22) were detailed enough that each could represent an item on the initial draft HDQ ( Table 2 ).
The community advisory committee suggested that some aspects of disability were incompletely captured by the preliminary list of items. Accordingly, we generated additional items pertaining to social inclusion and uncertainty dimensions of disability, including items about "worrying about the future"
in the uncertainty dimension to address worrying about laboratory test results (item 37), side effects of treatments (item 41), body appearance (item 46), the ability to remain or return to the workforce (item 44), and financial security (item 42).
Similarly, we added items to the social inclusion dimension to capture difficulty initiating new friendships (item 66) and intimate relationships (item 67; Table 2 ).
The community advisory committee also helped to establish a way to capture the episodic nature of disability. The community suggested asking about fluctuations in the past week was an optimal timeframe so that respondents could recall the potential episodic nature of their health challenges.
Item Reduction
We combined or removed categories that the community advisory committee considered redundant or less relevant. For example, we reduced the three categories related to "activities of daily living" (eating, bathing and hygiene, and dressing) and the four categories related to "household chores" each into one item collectively addressing these activities (items 53 and 54; Table 2 ). We removed "transfers," because community members felt that this item would result in a large floor effect with few participants having difficulty with this activity ( 58. I have difficulty getting around (either driving or taking public transportation).
Symptoms and impairments (35 items)
1. I feel too tired to do my usual activities.
2. I have diarrhea.
3. I feel nauseous.
4. I have headaches.
5. I have numbness or tingling in my hands.
6. I have numbness or tingling in my feet.
7. I have aches or pains.
8. I have difficulty swallowing food.
9. I have decreased interest in having sex (decreased libido).
10. I experience shortness of breath.
11. I am unsteady on my feet.
12. I experience fever, chills, or sweats.
13. I feel weakness in my muscles.
14. I have muscle or stomach cramps. 28. I feel a lack of confidence around others.
29. I am uncomfortable with the appearance of my body living with HIV.
I feel alienated by those around me (OR I feel that I don't belong) (OR I feel isolated even when I'm around others).
31. I feel embarrassed around others due to my illness.
32. I feel a sense of guilt in relation to my illness. difficulties with day-to-day activities (8 items), and challenges to social inclusion (11 items; Table 2 ). A typical item presents a statement about a health-related challenge (e.g., "I feel too tired to do my usual activities") and has both an ordinal response scale asking how the respondent rates the challenge on the day of administration (from "not at all" to "extremely") and a nominal response scale asking whether the challenge fluctuated (improved or worsened) over the past week ("yes," "no," or "don't know"). A final item asks the respondent to classify his or her health on the day of HDQ completion as either a "good day" or "bad day" living with HIV. Additionally, a cover sheet includes the definition of disability, purpose of the HDQ, explanation of how responses will be used, and instructions for how to complete the questionnaire.
hdQ Implementation
The Canada. 15, 16 This emphasizes that the role of community to ensuring the HDQ is relevant to the current health-related challenges faced by adults living with HIV.
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determining item selection and refining and revising the HDQ.
Involving people with first-hand knowledge of the domains under study in item selection and refinement can enhance the content validity and, particularly, the interpretability of an instrument. 17 Community members ensured items were short, simple, easy to understand, and culturally sensitive. Our community-engaged approach was integral to the development of the HDQ. Our research adhered to key principles of partnering with the community in research, such as recognizing the community possessed unique contributions to dedicate to the HDQ development, integrating research and experiential knowledge for the benefit of all partners, and ensuring sustainable collaborative partnership throughout all stages of the research. 18 Having terms of reference for the community advisory committee helped to formalize the structure of the partnership and clarify roles and expectations of researchers and community members. 19 We faced some challenges in our community-engaged approach to HDQ development. First, we struggled with the tendency to continue to generate items that were important or related to disability, but were beyond the construct. We do not wish to confuse our community-engaged approach with community-based research. [22] [23] [24] Communitybased research is a "collaborative approach to research that equitably involves community members, organizational representatives, and researchers." 18 The role of community in HDQ development was in an advisory capacity rather than as full members of the research team. 25 Although the community guided the process, final decisions related to the HDQ development were made by the research team. Hence, we use the term "community-engaged research" to more accurately describe the relationship between community and researchers throughout the research process. 19 Nevertheless, the committee was involved in all aspects of the HDQ development in a collaborative process with researchers. 26 We will continue to use this community-engaged approach in the next steps of measurement property assessment and revision to enhance the face and content validity, and feasibility of the HDQ for use in the clinical research setting.
IMPlICAtIons foR futuRe ReseARCh And PRACtICe
As individuals live longer and age with HIV, they may be living with multiple concurrent health conditions, adding further severity and complexity of disability experienced with HIV. Hence, measuring disability is increasingly important for determining the impact of the disease and its comorbidities. 
ConClusIons
To our knowledge, the HDQ is the first HIV-specific questionnaire developed to describe the presence, severity, and episodic nature of disability. All aspects of the HDQ development were done in collaboration with a community advisory committee. We believe engaging the community is a valuable method for health status questionnaire development that will enhance the face and content validity and feasibility of the HDQ for use in HIV research and has potential implications in other health contexts. This community engaged approach may be a useful approach for researchers and clinicians conducting other forms of health measurement research.
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